Introduction
Current models of post-treatment cancer care tend to be based on tradition and clinician and patient preference rather than evidence of benefit. Better coordination and continuity of care within primary care and secondary care and especially 'between' the two is very much encouraged in national cancer and end-oflife care policies. [1] [2] [3] [4] However, best practice models have yet to be defined, although shared care, keyworkers, pathways and frameworks are all advocated. Patients with cancer have increased consulting rates in primary care, presenting with both cancer-related and other issues, and usually have one or more significant co-morbidities. 5 This study builds on our previous research around creating a care framework jointly with people affected by cancer, by piloting and evaluating a service-userdeveloped framework of care in general practices. 6, 7 We found that patients highly value proactive care led by a key health professional based in primary care, and wanted this from diagnosis.
Although the Gold Standards Framework (GSF) is currently being used by most UK practices to coordinate care, it is only generally introduced in the palliative stage. [8] [9] [10] The Quality and Outcomes Framework (QOF) encourages a GP practice cancer care review within 6 months of a new diagnosis, but currently provides no clinical guidance concerning form or content. 11 This project aimed to assess the feasibility of early proactive follow-up in primary care using a structured template, from the perspective of patients with a new diagnosis of any cancer, their relatives and their primary care teams. This proactive approach in primary care would run alongside usual hospital reviews.
Methods

Design
To develop a tool acceptable to patients, carers and professionals, we adopted a two-phase mixed methods action research approach. [12] [13] [14] Action research is by nature participatory and iterative, in that the researchers work with key stakeholders throughout to identify the problem, develop a potential solution, try this out in practice, evaluate its use and then refine it before starting the cycle again. In this way, action research can help to bridge the gap between research and practice. 15, 16 In this study, the action research group comprised this article's GP co-authors, the researchers and the user group and this group met approximately monthly throughout the study. The user group was a group of patients with cancer who met to help design, monitor and support the analysis of this study. In Phase 1, an electronic Cancer Ongoing Review Document (CORD) was developed by these patients and professionals and then implemented with patients with a new diagnosis of cancer in six practices in the UK, where a Macmillan GP facilitator was practising. We conceptualized this research as action research rather than a complex intervention. 13, 14, 16 When the hospital notified the practice of a new cancer diagnosis, the practice would either review the patient opportunistically or invite him/her for a review appointment. A formative evaluation of the use of the CORD over up to 12 months was conducted through documentary analysis of the completed CORDs, qualitative interviews with patients, family carers and health professionals and record reviews.
In Phase 2, the action research group further refined the CORD in the light of the earlier findings, and implemented and evaluated it in seven new practices, none of which had a GP with special interest in cancer care. These practices were identified by the Phase 1 practices and through a Primary Care Research Network. To promote 'buy in' in Phase 2, SAM and SB attended a practice meeting in practices that expressed an interest. See Appendix 1 and 2 for the revised CORD and guidelines for use.
Quantitative data. These were captured by case note review for all patients started on a CORD who had given their signed consent for their records to be examined. This was to explore any patterns in the timing, frequency and use of services by different patients. For each patient, information on their primary and secondary care consultations included: number of appointments, number of primary care health professionals seen, days from diagnosis to first GP appointment and first CORD entry, and number of CORD entries. These were analysed using SPSS.
Qualitative data. The researchers, MK in Scotland and NM in England, carried out semi-structured interviews using a topic guide designed by the action research group with a subset of patients who had completed the CORD and their relatives and professionals. They explored issues around the feasibility and acceptability of the use of the CORD and the results of its use. Patients were purposively sampled by the researchers from among participants who had further consented to be interviewed to gain a sample that reflected the demographic characteristics such as cancer site, gender and age of newly diagnosed cancer patients in primary care. They were interviewed at home shortly after their initial assessment with a few repeat interviews to allow for later reflection on proactive support. A GP and one other professional who may have used the CORD were interviewed by phone or face-to-face in each practice. All interviews were audio recorded, transcribed and entered into NVivo for thematic analysis. 18 MK, an experienced qualitative researcher, and NM analysed the interviews together. Emerging themes were also discussed at the monthly conference calls of the action research group and the interview schedules developed accordingly, with negative or 'deviant' cases sought to test the emerging themes. 19 Documentary analysis. Analysis of CORDs was carried out for all consenting patients in the study. We created a grid to display the data entered under each section, indicating the frequency of use of each heading, and the information entered by health professionals. The wording on all the CORD documents was examined to identify the types of issues recorded, key words and terms, key themes across documents, variations within and across documents and the forms of language employed. In addition, the use of the CORD in relation to other primary care documentation of cancer consultations was explored, including the context in which it was completed (or not) and its utility in positively influencing both the breadth and depth of the consultation and the data recorded from it.
Timelines of primary and secondary care use were also created in Microsoft Visio for each patient who was interviewed. 21 This was to display and detail cancer-related and other consultations with clinicians in primary and secondary care and to provide a dynamic visualization of the overall care they received in the months after their diagnosis.
Results
The primary care records and CORDs of 107 patients from 13 practices were examined, and 16 patients and carers and 29 health professionals were interviewed.
Use of the CORD A CORD document was started for 54% of the 320 patients with new diagnoses of cancer during the study period. Most CORDs were started by GPs and less by practice nurses, depending on practice arrangements for cancer care reviews. They showed great variety in the style and detail of their content and the amount of data recorded. They were generally written as a clinical record for the practice, rather than being written jointly with or for sharing with the patient/secondary care. Although they seemed well used for the initial cancer care review, they were generally not used at subsequent consultations. See Table 1 for a summary of the information recorded.
Interviews with professionals
Interviews were conducted with 27 GPs and 2 practice nurses. We sought to interview clinicians who had not used the CORD as well as users of the same. Most had used the CORD at least once. Clinicians affirmed that they perceived an important role for primary care in ongoing care and support of patients with cancer and their families. Most said they liked the CORD document, feeling it helped to structure consultations better and provided prompts for areas they might otherwise omit.
Some were uncertain what to write in sections that went beyond physical issues or were hesitant about discussing the review openly with patients. Most felt the CORD needed to be better integrated within their IT systems, to make it easier and faster to use and avoid duplication.
GP1: particularly in terms of prompting, or different aspects of health care that I should be enquiring about, and also having questions you know, some phrases that might be useful to use, because sometimes it can be quite difficult to work out exactly how you're going to ask about the emotional impact of the diagnosis.
GP2: there is that gap between what we should be doing and what we actually do, and I think just having those reminders there and formalising what you should be doing is actually very good.
GP3: the document itself is good …, but I think the main problem is that it's not integrated into the main bulk of the notes, the journal.
During Phase 1, it became clear that very few health professionals had the CORD open on the screen during the consultation: this had an impact on its use, for example the CORD could not be shared with or filled in with the patient, as was originally intended. In Phase 2 interviews, health professionals, patients and carers were asked about this. The health professionals voiced concerns around how this would change the nature of the consultation.
GP4: it feels to me like the patient might think 'Oh you're just going through a tick list rather than you're really interested in my illness' so I don't know, when it's a sensitive issue, when people have just been diagnosed with cancer, whether taking a patient through a questionnaire as opposed to having a normal natural conversation about it would be right. common. These were more informative for subsequent consultations than 'fully aware' or 'fully understands' . 2. Patient's understanding of management plan: Again noting specific quotations was helpful, and on a number of occasions, the serial abstracts allowed a progressive and accessible overview of the patient's understanding, as these abstracts were written one below the other. 'Waiting for results' was frequently noted. 3. Impact on lifestyle: This section helped highlight the importance of co-morbidities and carer illnesses, impact on family and work. Again capturing quotations was illuminating 'garden looks immaculate' . Comments ranged from 'no impact', and phrases such as 'a very private man' allowed the next reviewing doctor an understanding of the patient's character and approach. Impact of family members was also sometimes documented 'significant impact on husband, but daughter very supportive', and again 'family becoming closer' . 4. Psycho-existential impact: Completed up to five times in some patients and helped capture dynamic psychological and spiritual distress and coping mechanisms. Abstracts range from 'no concerns', 'found not knowing very difficult', 'some people worse', 'ready to face and fight whatever thrown at him', 'did not sleep due to the shock of the big C' to 'why did this happen to me', revealing existential distress. Sometimes a phrase such as 'long chat' was written to flag up various issues had been covered. 5. Anticipating needs: 'Offered support' frequently noted, 'declined hospice referral, GP care explained, and dedicated contact number' frequently noted as given, with sometimes 'mustn't worry about calling us', and aware of how to access help out-of-hours. Financial benefits help sometimes mentioned. More ill patients sometimes noted to be on the palliative care register with information sent to out-of-hours services.
GP5: at times it could be useful, especially as an aide memoire, but at other times it almost felt a little bit too formal, and I know it's something you can come back to but at times some of it doesn't always feel appropriate at a particular point in time.
However, some had filled it in with the patient and found that helpful.
GP6: I found it very useful actually, particularly with this patient, and she actually told me she found it useful. I told her we had this new tool we're filling in so that we can cover everything she might want to discuss …. And for her to see all the headings and know what we could discuss from the template and what she could bring up worked well.
Most patients agreed that, provided the doctor or nurse explained what was happening, it could be useful to have the document open during their consultation (a view echoed by the user members of the research team). Health professionals who had been using the CORD for some time came to see its advantages from repeated use.
GP7: I think once you start using it, you get used to using it and you see the advantages. I think … there's a barrier or learning curve and you've got to put quite a lot of effort in initially to learn where to find the CORD and how best to use it, so initially you don't see the advantages … but after you put in that hard work you start to see the advantages.
There was some evidence of the CORD giving rise, not just to better documentation, but also to better practice. GP8: I think that might be the difference. It's not that we don't know we should be doing these things, it's a question of whether we actually always are so yes hopefully we'll do things better.
Interviews with patients
Patients and their families welcomed and valued ongoing contact from primary care as this enabled provision of holistic care in a context of continuity of care and relationships. Primary care was perceived as local and easily accessed, with knowledgeable health professionals whom they knew well and who knew them well, and these professionals had a special role because they had an overview of the patient's (often many) conditions and of their social situation.
Patient 3: she's been a helpful person to have around because she's been my GP for years and years and years, I do feel I know her fairly well so she knows me so she's able to … I'm able to have quite human conversations with her whereas the oncologist is just very medical, if you know what I mean.
Patient and carer 4: He's excellent. Even after going to the, the consultant Mr XX, we always go to YY (the GP) and get it in more layman's language he can explain things better because he knows us better.
However, few of the patients interviewed could remember being proactively invited into the practice for a consultation or were aware that they had had a cancer care review or a special document completed. This fits with the health professional interviews regarding the ways in which they were using the CORD. Lay representatives on the action research group highlighted that patients may in fact very much appreciate the professionals completing a detailed document, and might usefully explain they are doing this, either during or after the consultation. They also suggested that some patients would appreciate a copy. Most patients and carers interviewed saw a separate role for GPs and specialists, both being necessary at different times and for different issues: the GP could advise when hospital contact was needed.
Review of medical notes
The mean age of the patients in the study was 66 years (range of 38-86 years), and 57% were male. Sites of cancer are shown in Table 2 .
The mean time from hospital diagnosis to the first consultation with a GP or practice nurse was 18 days; from diagnosis to the first CORD entry was 40 days. Primary care consultations in the year after diagnosis were approximately monthly on average. In the 3 months post-diagnosis, patients were seen by GPs or practice nurses a median of four times (range of 0-29): 75% of these appointments were with GPs. The majority of GP and practice nurse appointments took place in the surgery (50% and 80%, respectively), with fewer over the telephone (37% and 13%) or in the home (13% and 7%). The median number of GPs seen in the initial 3 months was one (range of 0-6); for nurses it was also one (range of 0-3). Table 3 shows these figures for patients followed up to 6 and 12 months post-diagnosis. There was variable face-to-face and telephone contact with primary care during the year following diagnosis, frequently due to co-morbidities.
Timelines
One of the 12 detailed timelines produced is contained at Appendix 3. It shows the care received by a patient followed up for 6 months after they received a diagnosis of cancer. The patient unusually had only 3 contacts with primary care in these 6 months: 2 surgery appointments with a GP and 1 telephone call with a practice nurse. The first two appointments were related to the cancer, its symptoms and its treatment. An entry was made in the CORD by the practice nurse. Timelines displayed that those with more advanced or aggressive cancers had more frequent consultations and highlighted how secondary and primary care consultations were related in time. They also could specify the main reason for consultation, whether cancer or not. Further methodological details and examples of the timelines are contained in a separate publication. 22 
Discussion
Key findings
Although formulated by general practitioners and patients, the CORD document was started in just over half of suitable patients and used intermittently thereafter. As it was not fully integrated into practice computer systems and not incentivized under the QOF, it is unsurprising that many GPs and nurses in practice failed to utilize it, although broadly supportive of the development, due to the 'learning curve' involved. Similar patterns of usage have been found with the implementation of various developments in practices, including the Scottish electronic palliative care summary. 23, 24 When it was used, it prompted clear and often graphic documentation of multidimensional and changing needs and understanding. GPs felt it helped to unobtrusively structure consultations and cover psychosocial areas that patients and clinicians often find difficult to discuss. Few mentioned to patients that they were completing a cancer review, whereas the user group felt it important for clinicians to openly discuss the review. The CORD was often completed after consultations to allow the consultation to be driven by the patient and to avoid a 'tick-box exercise' and loss of eye contact. Patients and carers valued ongoing care and support from primary care, which was seen to offer holistic care and close relationships, with specialist input for specific problems.
Strengths and limitations
Gaining the patient and carer perspectives on the CORD was difficult as it was used so unobtrusively that most patients were unaware that they had had a cancer care review. Great care over public and patient involvement was taken at all stages in this project as summarized in Box 1. However, the lack of integration into practice IT systems affected its usage, especially at a time when practices were changing their IT systems. This lack of integration also meant it was less likely to be completed during the consultation and produced a degree of duplication. We did offer practices funding equivalent to what they might expect if this activity was incentivized through the QOF, but this was not sufficient to change practice. The practices in Phase 1 were those of GP cancer facilitators and those in Phase 2 also Thus, holistic assessment and care should be started early, and not just in the last weeks of life. Patients and primary care teams believe primary care has an important role to play in cancer care reviews and an invitation to attend a specific appointment at the end of active treatment may aid transition from secondary care and improve satisfaction with follow-up in primary care. 26 The development by National Health Service Scotland of standardized 'treatment record summaries' sent to primary care after initial treatment will assist GPs to complete a template such as the CORD. A study where patients were given cards before consultations to help them raise issues has resulted in more holistic care and would support the suggestion that the CORD could be used more openly during consultations, as also recommended by our service users in the research team. 27 It could also be used simply as a prompt list for clinicians and patients during a consultation. Previous national guides also support greater patient involvement. 28, 29 Patients with serious illnesses also value continuity of care and a document such as the CORD could aid continuity of information by having it easily viewed by different members of the primary care team. 30 
Conclusions and recommendations
The CORD document was produced by researchers working closely with clinicians, patients and carers, but was often not used for practical reasons. It provides a template to structure, prompt, formalize, extend and improve documentation of cancer care consultations in primary care. If more ongoing care for cancer patients is to be delivered in the community using a chronic disease model, this template may be useful but needs to be better integrated within practice IT systems. 31 The use of the CORD could be further explored by encouraging general practitioners or practice nurses to complete it with the patient at set regular intervals. Most GP practice systems have templates that can capture most of the CORD domains if used sensitively.
Implications for practice and research
Rather than a one-off cancer care review as currently incentivized in UK primary care, there is some evidence that patients would appreciate and benefit from an offer of ongoing proactive care after an initial review. A care framework akin to that for other chronic illnesses such as diabetes, which uses templates that are flagged up for review at agreed intervals, is possible in primary care, as long as patients are aware that they may also seek advice at any time for their symptoms and there is excellent liaison with hospital care. As most cancer patients have co-morbidities, the primary care team can coordinate integrated care, and timely call on specialists as indicated.
Further research involving primary care coordinating cancer care may explore how much hospital follow-up is needed, possibly by grouping patients according to their degree of 'risk' . 32 
Box 1 User involvement
Specific instances where users made a difference to this project were as follows:
• In choosing the topic: they suggested that this project was the best project to help people living and dying with cancer be cared for better in primary care.
• In design: they reviewed the design from the patient perspective, and suggested the specific vocabulary for the patient information sheet and interview schedules. This assisted ethics submission. The title referred to 'People with a newly diagnosed illness' rather than 'People with cancer' . • In monitoring: they gave a patient perspective in regular steering group teleconferences, such as commenting that GPs should consider using the CORD more openly in consultations to let the patient realize that the review is taking place.
• In dissemination: users are co-authors of academic publications and have acted as advocates for this approach at meetings.
➢ The CORD will be accessed in a manner arranged by your practice. ➢ Date and initial the appropriate boxes in the CORD each time you enter anything into them. ➢ Information can be entered into the CORD either during the consultation or afterwards depending on your preference and ease. ➢ Check that the date, length and location of consultation have been recorded. This will usually be performed through your electronic records system. ➢ The CORD has notes for read codes derived from the Macmillan Cancer Template. These can be processed by the practice support or clinical staff in the normal manner.
Further cancer review consultations
Repeat process for initial consultation if the consultation was arranged specifically for a cancer review.
➢ Date and initial any CORD boxes in which information was entered as a result of the consultation. ➢ Record the date, length and location of consultation.
Altering CORD out-with specific cancer review consultations
It is possible that you may see a patient who has a pre-existing CORD about a different subject but that part of that consultation is relevant to the CORD. In this case, update the CORD, date and initial it as required and make a note that the change is due to a regular consultation.
Keeping track of CORD data
Each time any changes are made to any of the five free text boxes in the CORD, the attending clinician should initiate and date the box(es) affected. In this way it will be easy for other clinicians to quickly access the patient's history. The data will inform the research project by keeping a note of what was entered and when it was entered.
